Objective This study investigates various kinds of knowing that European parents use when caring for their children with congenital adrenal hyperplasia (CAH). Methods Semi-structured qualitative interviews with 20 parents of 22 children with CAH. Results Parents emphasized the importance of knowing what CAH is and what support their child needs, but also knowing how to cope and make sense of the new situation, how to attend to their child's medical needs as well as how to talk to their child. Parents also reported challenges related to connecting with their social network, experiences of emergency care, and how to help their children become independent. These challenges require knowing now: being able to respond appropriately to unique circumstances. Conclusions Parents experience diverse challenges that may moderate the effects of the diagnosis on children's well-being. Parenting children with CAH requires the development of knowing that goes beyond medical information.
Congenital conditions affecting genital, gonadal, or chromosomal development are referred to, in medical literature, as disorders of sex development (DSD; Lee, Houk, Ahmed, & Hughes, 2006) . Some researchers outside of medicine use alternative terms such as intersex or diverse sex development (Liao & Roen, 2014) . Disclosure of medical information and patient education in relation to DSD are areas where psychological input is needed (Lee et al., 2006) . In contrast to earlier medical practice, where parents were advised not to reveal the diagnoses to the children themselves (Karkazis, 2008) , the 2006 Consensus Statement emphasizes the importance of disclosing medical information to children and actively involving parents in medical decision making (Lee et al., 2006) . The prevailing understanding is that how information is disclosed to parents affects their decision making (Streuli, Vayena, Cavicchia-Balmer, & Huber, 2013) and that quality information promotes parents' understanding of, and coping with, the diagnosis (Boyse, Gardner, Marvicsin, & Sandberg, 2014; Pasterski, Mastroyannopoulou, Wright, Zucker, & Hughes, 2014) . The present study adds a new perspective by expanding the focus on information to the different kinds of knowing that parents use when caring for their children with congenital adrenal hyperplasia (CAH).
Congenital Adrenal Hyperplasia
Since 2006, DSD-related conditions have been categorized as sex chromosome DSD, 46,XY DSD or 46,XX DSD. One relatively common condition that is characterized as the latter by the consensus statement is CAH (Lee et al., 2006) . CAH is an autosomal recessive genetic condition affecting the function of the adrenal glands (Gidlö f et al., 2013) . The classic version of CAH comprises two types, salt wasting and nonsalt wasting, and affects approximately 1:10,000 to 1:20,000 children. Symptoms of cortisol and aldosterone imbalances are often evident within the first few days after birth, and diagnosis is usually made early in a child's life (Speiser et al., 2010) . All 50 of the United States include CAH in the recommended panel of conditions for newborn screening (National Newborn Screening and Genetics Resource Center, 2014) . In Europe, screening for CAH is variable; it is performed in Sweden (Gidlö f et al., 2013), but currently not in the United Kingdom (UK National Screening Committee, 2015) . The condition requires daily and lifelong medication with glucocorticoids and mineralocorticoids. For infants with salt-wasting CAH, sodium chloride is also recommended. Because of hormonal imbalances, children with CAH may cope poorly with physical stresses, such as illness or injuries, in which case emergency care may be needed to avoid a life-threatening adrenal crisis (Speiser et al., 2010) .
CAH affects individuals with XX chromosomes, usually reared as girls, as well as children with XY chromosomes, who are reared as boys (Lee et al., 2006) . However, in 46,XX CAH, the hormonal imbalance, which includes higher than average levels of androgens, commonly affects physical sex development and expression of gender (Stout, Litvak, Robbins, & Sandberg, 2010) . Children with a 46,XX karyotype may be born with atypical genital features such as a larger than average clitoris, fused labia, and a urogenital sinus, which can complicate the gender assignment process (Lee et al., 2006; Speiser et al., 2010) . Earlier clinical guidelines promoted early surgery to normalize genital appearance (Karkazis, 2008; Ogilvie et al., 2006) ; however, evidence supporting early genital surgery is scarce (Lee et al., 2006; Ogilvie et al., 2006; Speiser et al., 2010) . The current recommendations therefore advise health professionals and parents to consider clitoral surgery only in cases where the effect on genitals is severe, and when altering a urogenital sinus surgically is medically necessary (Lee et al., 2006; Speiser et al., 2010) . For children with a 46,XY karyotype, genital appearance is not affected and is therefore not classified as a DSD; however, the condition can affect testicular function later in life (Ogilvie et al., 2006) .
Information and Self-Management Skills
Most psychological studies of CAH have focused on the effect of hormones on gender role behavior, gender identity, and sexual identity, and analyses of moderating and mediating variables have been missing (see Jordan-Young, 2012; Stout et al., 2010 for critical reviews). Consequently, there are few empirical studies of the social contextual factors that may impact the development of children with CAH. Stout et al. (2010) called for research that could unveil the complex relationships between interventions and outcomes and inform clinical practice, suggesting that qualitative research on patient experience is promising "in identifying areas of particular relevance to clinical care" (Stout et al., 2010, p. 6 ). The present research responds to this call with a qualitative analysis of the experiences of parents of children with CAH. In contrast to the majority of studies on CAH that put aspects related to sex development at the forefront (Stout et al., 2010) , the present study emphasizes the endocrinological aspects and potential effects on somatic sex development, to consider the condition in full (Sandberg & Mazur, 2014) .
This study also develops insights from earlier studies on CAH, where the need for early, high-quality information has been identified (Boyse et al., 2014; Pasterski et al., 2014) . This need has also been described in relation to other chronic conditions and is usually discussed in the context of health literacy (DeWalt & Hink, 2009) . Providing parents with quality information is, thus, an important part of parent and patient education to support families to cope with and manage the condition (Nightingale, Friedl, & Swallow, 2015) .
Research on parents of children with other chronic conditions has shown a discrepancy between what health professionals and what parents understand to be helpful information. While health professionals tend to focus on information involving medical explanations of diagnoses and how medical regimes optimally work, parents also seek knowledge of what to do in different situations to handle everyday life (Hartzler & Pratt, 2011) . A goal of education should, therefore, ideally be to provide parents with skills to manage their child's condition on a day-to-day basis (Canam, 1993) . This is another important part of parent and patient education and is usually referred to as self-management (Barlow, Wright, Sheasby, Turner, & Hainsworth, 2002) . Self-management encompasses medical aspects of the condition, such as administering medication or adhering to treatment regimes (Brand, Klok, & Kaptein, 2013) . It might also involve developing coping strategies (Duffy, 2011) and communication skills (Sansom-Daly, Peate, Wakefield, Bryant, & Cohn, 2012) .
Studies on CAH and self-management (Fleming, Rapp, & Sloane, 2011; Repping-Wuts, Stikkelbroeck, Noordzij, Kerstens, & Hermus, 2013; Sanches, Wiegers, Otten, & Claahsen-van der Grinten, 2012; Witchel, 2010) usually focus on medical aspects and do not address other skills that might be needed by parents caring for a child with CAH.
From Information and Skills to "Knowing"
Research on chronic conditions suggests that parental needs for information and skills might differ between families and over time. Parent education should, therefore, be flexible to address parents' unique needs (Nightingale et al., 2015) . Learning self-management skills in a health care setting is also significantly different from using these skills in an ever-changing home environment (Pols, 2013) . By attending to parents' experiences, the present study shows how a shift from information and skills to knowing might address these context-dependent aspects of caring for a child with CAH.
Pols' (2013) work with patients with serious lung disease highlights the clinical importance of such a nuanced perspective on knowing. In accordance with the literature on chronic conditions, the participants in her study described the importance of quality medical information to understand their condition (called "knowing what") as well as the importance of learning how to use that information to develop selfmanagement skills (called "knowing how"). However, her participants highlighted a further layer of knowing, something Pols describes as "knowing now." This kind of knowing requires one to use knowing what and knowing how to respond appropriately to unique and unfamiliar situations and contexts. Such knowing "demands the persistent solving of puzzles and calculations with ever-changing sets of variables" (Pols, 2013, pp. 80-81) . Knowing now needs to be done on the fly and requires improvisation and is thus hard to practice in advance, for example, in a clinical setting. Supporting patients in developing knowing is, however, a vital part of the efforts to help patients to live their everyday lives. Pols (2013) recommends collating such knowing to make it "transferable and useful to others" (p. 73).
Such a nuanced perspective on kinds of knowing has not featured in research with parents of children with CAH or other DSD conditions. However, an indepth understanding of the different kinds of knowing that parents might benefit from is needed to understand and to support the development of children with CAH and their families. The aim of this study is to investigate the different kinds of knowing that parents use when learning how to care for a child with CAH.
Method

Participants
To address the endocrinological as well as the DSDrelated aspects of the condition, we invited parents of boys as well as girls with CAH to the study. Parents were required to have at least one child, not >20 years, with CAH. Participants were recruited from support groups, from one clinic for adolescents and young adults, and by snowball sampling. Twentythree parents expressed an interest in participating, but three of those did not go on to participate. Fourteen mothers and one father were recruited via support groups, two mothers were recruited at the clinic, and three fathers were recruited via their partners. The low clinic-based recruitment might be because of a low number of young people with CAH falling within the required age range and attending the clinic during the recruitment period.
Eight parents were recruited in the United Kingdom and 12 were recruited in Sweden. The 20 participants came from 16 families and were parents of a total of 22 children with CAH (16 girls and 6 boys), aged 1-20 years (M age ¼ 9 years, SD age ¼ 6.8) at the time of the study. Twenty of these children had salt-wasting CAH. Fourteen parents had one child with CAH, and six parents had two or more children with CAH. Even though we invited parents of boys as well as girls, most participants had daughters with CAH only (10 families), or both daughters and sons with CAH (5 families). One family had a son with CAH and no affected siblings. An effect on somatic sex development was reported in 13 girls, of which 11 girls were reported to have had genital surgery. The family with one affected boy said they were, initially, not sure about their child's karyotype.
Procedure
This study was approved by relevant review boards and ethics committees in both countries. The first author, who is fluent in English and Swedish, conducted individual semi-structured interviews in the participants' native languages. Before the interview, each participant was guided through the information sheet and consent form by the interviewer. The interview guide prompted parents to give a general description of their child. The interview also focused on the parent's experiences of receiving the diagnosis, the parent's and the child's perceptions of health care and treatment, if parents have talked with others about the condition (and with whom) as well as any thoughts or questions they might have about their child's future. Interviews lasted for 27-118 min (M time ¼ 75 min), were audio-recorded, transcribed and anonymized. In the process of anonymizing the interviews, each participant was given a number (e.g., P1, P2), as shown in the following analysis.
Data Analysis
The interviews were initially analyzed by the first two authors with a thematic approach, as outlined by Braun and Clarke (2006) , and a narrative methodology (Murray, 2008) . The content of all interviews was summarized inductively (consistent with phase 1-4 described by Braun and Clarke, 2006) by using NVivo software (version 10 for Windows, by QSR International) to code the data. The overarching themes were structured on a timeline (Murray, 2008) outlining when, during the child's life, different themes were prominent. These were named after the overall challenge that parents were interpreted to experience during that period. Later, themes coded as involving "information" and "knowledge" were analyzed in depth by the first author. In the last phase, these results were interpreted from a theoretically driven approach (Braun & Clarke, 2006 ) focusing explicitly on different kinds of knowing, as defined by Pols (2013) , describing how these ways of knowing were evident during different periods of the child's life.
Results
The analysis produced three themes: (1) making sense of the situation, (2) attending to medical needs, and (3) building independence. These themes included nine subthemes related to different kinds of knowing (summarized in Table I ).
Theme 1: Making Sense of the Situation
The period before the diagnosis was filled with uncertainty. For some, this had to do with not knowing why their child was not doing well (e.g., P5, P7, P9, P10, P11, P12, P13, P14), and for others, it was also related to gender assignment (e.g., P1, P2, P4, P5, P15, P16). No matter how parents came to understand that their child had CAH (because of newborn screening, atypical genital development, or the child being ill), they all addressed how they tried to make sense of the situation before and after the diagnosis. Several parents said that receiving the diagnosis was unexpected (P2, P3, P4, P7, P10, P11), a shock (P4, P7, P9, P11, P15, P16, P19), or confusing (P3, P10, P12, P17). After the diagnosis, parents said they were trying to understand what CAH was (knowing what). Parents were also trying to cope with the situation created by the diagnostic information (knowing how) and figuring out how to talk to others (interpreted as a sense of knowing now).
What Is CAH (Knowing What)?
When the diagnosis was established, most parents reported that they struggled to understand what the condition was (e.g., P4, P9, P14, P16, P19). When asked what they were told by health professionals, some parents remembered that they only understood parts of the information, such as the child having a chronic condition, but not the specificities of the diagnosis (P14, P19). Some parents (P1, P2, P7, P8, P20) highlighted their need for oral and written information in plain, nonmedical, language. One father said that professionals need to "make it on the simplest of terms.
[If] we are trying to find our feet in a difficult situation, the better communicator they can be, the easier it is [ . . . ] to understand" (P2). Some parents mentioned the confusion and loneliness that followed after catching partial information (P2, P14, P17, P18, P19), such as hearing a nurse say, "it must be that syndrome" (P14), or by being "bombarded with information" about why their child was not doing well (P4). Some also said they received information about sex development and that surgery was recommended or at least mentioned (P1, P2, P3, P4, P5, P8, P16, P17, P18).
How Do We Cope (Knowing How)?
Parents' comments about the initial period were also characterized by a need for knowing how to deal with this new situation (e.g., P4, P6, P7). One mother (P7) emphasized the importance of both "good information that is not medical" and "offering more support to parents, as opposed to, 'This is the diagnosis, see you later'" (P7). She needed to know what the diagnosis was but also "how am I going to cope with this? How am I going to do this?" (P7). Other parents similarly reported feeling insecure (P1, P7, P20); however, some parents were sure "they would be able to cope" (P10, P11, P17, P18). Some said they felt supported when health professionals asked them how they did (P7) and attended to their unique needs (P2, P3, P4). The most common form of support reported involved addressing worries about the future (P1, P2, P3, P6, P7, P8, P11, P15, P17, P19, P20). Many parents said they were worried about potential constraints on the child's life (P1, P7, P11, P12, P15, P16, P17, P18, P19, P20), negative consequences of the condition (P1, P4, P5, P6, P7, P8, P14, P17, P20), psychosocial and fertility issues as well as concerns related to sex development, especially in their daughters (P1, P2, P3, P4, P7, P8, P12, P13, P16, P19, P20). In relation to sex development, some parents said they were offered and agreed to early surgery because they did not have much of a choice or they understood surgery as necessary (P1, P2, P6, P8, P14, P17, P18), while others were advised not to consent to surgery and given time to think about their decision and to explore alternative ways of addressing sex development concerns (e.g., P4, P19, P20).
Some accounts suggest that health professionals' focus on information (knowing what), to the exclusion of knowing how to cope, affected parents' engagement with professionals. Parents reported being told, "not to think about [their worries]" (P1) and that they should "focus on the here and now" (P19). Not listening to and addressing parents' concerns had a negative impact on the interaction and on parents' ability to cope. The mother mentioned above (P1) reported that she stopped asking any questions to health professionals, closing down opportunities for a collaborative relationship. Another parent (P2) said he needed someone who could help him think about the things "he should be thinking of."
Psychosocial professionals (such as social workers, psychiatrists, or psychologists), support groups, and social networks were often presented to parents as sources of knowing how to deal with the situation. Some participants said they were offered the chance to see a psychosocial professional (P1, P2, P3, P12, P13, P14, P15, P19, P20), although several stated this was not offered (P4, P6, P7, P8, P9, P17). Some felt that they did not need psychological input (P1, P2, P6, P7, P12, P13, P15, P20) because they had the support they needed from nurses and medical doctors (e.g., P6). Others thought it was (P19), or would have been, helpful to talk to a psychosocial professional (P4, P8, P9). Similarly, most parents reported being told at the hospital that there was a support group, or being given a leaflet with information (P1, P2, P3, P4, P7, P10, P11, P12, P13, P14, P15, P16, P17, P18, P19, P20). Most parents described support groups or contact with other families as being important (P2, P3, P4, P5, P8, P9, P10, P11, P12, P13, P14, P15, P17, P18, P20).
However, a minority reported that they did not use support groups as a resource (P5, P7, P16).
What Do I Tell Other People (Knowing Now)?
The need for knowing now (the ability to spontaneously apply knowing in unique circumstances) was especially evident in relation to situations where parents were required to initiate communication about their children's CAH with others. This need arose for many parents right after the child was born and continued over the course of their children's development. Some reported not finding it hard to talk to others in the beginning (e.g., P12, P13, P15, P16, P17), while some said they did not always have a sense of knowing how to talk to others (P1, P6, P8, P14). This was especially evident when somatic sex development in daughters was affected. Some did not talk about this with others out of a desire to protect their child (P2, P4, P6, P9, P13, P14, P19). However, several parents also wanted to connect with others, which presented a dilemma. On the one hand, some parents needed to talk to others to get support (P4, P15) and to enable the child to get the necessary care (from relatives, kindergarten, and so on; P1, P3, P4, P15, P20). On the other hand, many parents also wanted to let the child decide who should know about his/her condition (e.g., P14, P19). This dilemma required parents to find ways of talking that respected all concerns in different situations, in different contexts, and with different people; knowing now what to say, and how much to say, to whom. One mother stated that the situation demanded that she and her partner learn new ways of talking:
[W]e had to learn techniques of conversation which we weren't expecting, because we're quite open people. [ . . . ] it was in my mind, "Why are we being like this, why don't we be open about it?" But I didn't want to be devil's advocate for my daughter really, 'cause it's not, it wasn't for me, it was for her and her future. (P4) Eventually, many parents developed strategies to connect with people and enable support, without identifying the CAH per se. Parents reported using general terms such as "adrenal deficiency" (P1, P3, P4, P8, P19) or saying that "the child needs medication" (P11, P12, P18). Few parents said they had professional support in developing these strategies.
Theme 2: Attending to Medical Needs Several parents highlighted challenges that were evident after the diagnosis, such as frequent blood tests to find the appropriate dosage of medication (P3, P9, P11, P12, P15, P16, P19, P20) or breastfeeding problems (P1, P3, P4, P7, P8, P19, P20). Some said going home from the hospital was positive (P10, P11, P19). Others were anxious about taking over medical responsibility (P15, P17, P20). Parents talked about the struggle to understand what medications to give (knowing what), how to administer the medicine (knowing how), and learning when they needed to make an emergency visit to the hospital (knowing now).
What Medication Does My Child Need (Knowing What)?
About half of the participants talked about the challenges of knowing what medication to give to their children (P1, P6, P7, P9, P10, P11, P17, P18, P19). Some said they were responsible for giving medication in the hospital and thus got some practical experience (e.g., P18, P19). Others said they did it at home for the first time (P1, P2, P4, P8, P12). One mother described being anxious about giving medication based on instructions she got in hospital:
"You need to take half of this tablet, crush it and put it in water" [and] I was thinking, "I'm never going to remember these things, I'm never going to remember what I'm supposed to do with these medicines and what the dosage is". (P7)
Others also reported receiving detailed instructions (P4, P13, P15, P17, P20). However, some reported contradictory advice from different health professionals (P3, P9, P10, P11, P15, P18). Some said they were told never to give different medicines at the same time (P4, P8, P19, P20), which resulted in an "around clock-duty" (P8), which "was just horrible" (P4).
How Do I Give Medication (Knowing How)?
Most participants said that the biggest challenge in relation to medicine was knowing how to give medication when the approach suggested by health professionals did not work for their child (P3, P13, P14, P15). Parents talked of being imaginative and developing strategies on their own (P6, P7, P8, P10, P12, P14, P15, P17). One mother explained: This relates to giving an infant sodium, a situation many parents said they found troublesome (P10, P11, P12, P14, P19, P20). Several children vomited constantly (P7, P14, P15, P19) or stopped breathing (P7, P15, P20). One mother said that giving sodium was "counter-intuitive" and she felt she was "abusing" her child (P9). Many learnt to dissolve the sodium in water or to give it fast, all at once, far back in the mouth. This kind of knowing how was learned by accident by some and in support groups by others (P4, P13, P17, P18, P20). Several parents said that advice on how to give their infant sodium would have been helpful because "it is those small things [ . . . ] that help you a lot to deal with your everyday life initially" (P12). Some said they thought that these struggles would go on forever (P12, P13, P17, P18), but others emphasized that eventually they became "part of everyday life" (P1, P4, P11).
When Do We Need to Seek Emergency Care (Knowing Now)? Parents also had to learn when to conceptualize their lack of knowing how as potentially endangering their child and to seek emergency medical support. Several parents said, "it is hard to know when to give extra medicine" (P4, P14), "when to call an ambulance" (P7), and "when to go to the hospital" (P12). About half of the parents said that the consultant and the team they see regularly were good (P1, P2, P5, P6, P9, P10, P11, P20). However, when parents needed advice, such as help with knowing now whether they needed to seek emergency care, many said they felt alone. Some consultants were available for parents via a direct number or an e-mail address (P3, P11, P20), but many were not. Several parents also said that they could not get the help they needed via ordinary routes (P4, P13, P15, P20).
All parents had, at least once, brought their children to an emergency care unit. However, many parents found this unhelpful because health professionals did not understand the condition, or the urgency, and did not attend to the child (P1, P2, P4, P7, P8, P11, P13, P14, P17, P18, P19, P20) or did not know what to do (P11, P13, P16, P17, P18, P19, P20). One mother gave an example of being told to wait: "Why should we wait? We can't wait! She needs her medicine, just give her some medicine, that is what she needs!" [ . . . ] After this, I felt that I can stay at home if she is sick, because I don't trust people at emergency care units at all! (P17) Several parents developed strategies to handle uninformed health professionals at the hospital (P3, P7, P12, P15, P17, P19, P20). Parents also learned to give their child extra medicine in time, to avoid going to the hospital at all (P7, P12, P14, P15, P17, P18, P19). Avoiding the hospital, by giving extra medicine, required parents' constant knowing now, by attending to the child's medication, temperature, physical activity, and general state of being.
Theme 3: Building Independence
As the child developed, other issues were depicted as more evident in everyday life. Several parents talked about wanting to learn what other support, in addition to the medical, their child would need (knowing what) as well as how they could talk to their child (knowing how). Parents also told stories of supporting their children to become independent by helping them develop their own kinds of knowing (by using knowing now).
What Other Support Does My Child Need (Knowing What)? Parents said they had been told it is important to talk openly about the condition with their child (P5, P12, P13, P17, P18, P19, P20). In one family (P19), they were encouraged to "help build their daughter's selfesteem [ . . . ] And we said: 'Okay, thank you? [ . . . ] so what do we do?'" (P19). This quote illustrates a dilemma that was evident for several parents. Even though they know that they were obliged to talk to their children, parents do not get much support on what to say (P12, P14). Some said that it was easier to help their child understand CAH when the parents were supported by health professionals who were skilled in talking with children and teenagers (P5, P6, P10, P11, P20). Others said that health professionals do not always talk in ways that children understand (e.g., P14). Some also mentioned that input from a psychologist would have been useful to develop knowing how to talk to their child (P4, P12, P19, P20).
How Do I Talk to My Child (Knowing How)?
Despite uncertainty around knowing what to say and knowing how to talk, all parents with children >2 years said they had talked about the condition with their child (P2, P3, P5, P7, P10, P11, P12, P13, P14, P17, P18). These conversations usually happened in relation to medication. Parents had said to the child "your adrenal glands do not work" (P12) or "you need to take your meds not to die" (P1, P17, P20) to make medication intelligible. While taking pills might prompt parents to talk to children, one parent said the condition becomes "part of everyday life [and] what the condition means [for the child] is not something we sit down and discuss" (P11). Some parents said they used other prompts to open up talk about the condition such as doing it in relation to appointments (P6, P11, P12, P13) or looking at pictures of when the child was in the hospital (P5, P19). Attending support group meetings also gave families opportunities to talk (P11, P14, P17, P18). Sometimes, people at these meetings also made parents aware that "it was time to start talking" about things, such as genital appearance or surgery (P12, P13).
Talking about surgery that had been done or might be needed in the future seemed more difficult for parents than talking about medication (e.g., P1, P12, P19). Of the 11 children who had had some surgery to alter genital appearance, parents of seven children said that they had told their children about the surgery that had been done (P5, P6, P8, P10, P11, P12, P13, P14, P17, P18). Talking about surgery meant addressing topics such as sensitivity, looking different, having scars, and having sex in the future. Four parents said they needed to tell their children about having had surgery eventually (P1, P2, P3, P4), and two parents (P19, P20) also indicated that they were obliged to talk to their daughters about not having had early surgery as well as the potential for having surgery in the future. Some acknowledged that it might be hard for a child to talk to a parent about this (P1, P11, P17) and parents used strategies to make this talk natural, such as talking openly about sex and bodies in general (e.g., P5, P16, P20).
Some parents' attempts to talk were met with disinterest or disengagement (P5, P6, P8, P10, P11, P14, P17). One mother tried telling her daughter, during lunch, about her early surgery prompting the daughter to say, "Shut up! We are eating and this is disgusting!" (P14). Parents invented strategies to get around defensive or disengaged attitudes. One mother of a child who never wanted to talk about the condition said that she "made statements" before appointments to "make her child aware" about issues that the consultant might bring up (P6).
How Do I Help My Child Develop Knowing (Knowing Now)? As children entered their teens, parents felt the responsibility to inculcate knowing what, how, and now in their children. For many parents, this involved different strategies to help their children develop their own kinds of knowing. In some families, this was easy because their children were engaged and committed (P5, P7, P10, P11, P17). For others, however, this was another period of uncertainty. Parents experienced dilemmas that required knowing now in relation to contextual variables: Could parents let their children make mistakes in particular situations, to learn from their own experiences like any teenager, but without putting them at too much risk? Or should parents continue to remind their children about tablets and appointments (P5, P6, P8, P10, P11, P14, P17)? Even though some parents wanted to cover their children "in cotton wool" (P5, P6), they also understood that their children needed to become independent (P1, P4, P5, P6, P7, P8, P9, P15).
Parents' stories suggested a need for knowing now to help identify when their children might be open to learning about the condition and developing their own kinds of knowing. Successful stories, when parents reported that they felt that their children suddenly were interested in knowing more about the condition, were connected to concrete events in the child's everyday life. One parent, for example, said that she and her partner had talked about the importance of medication several times, but their son was not interested. On one occasion, when he was ill, there was an opportunity for learning:
I said [to my son] "Well, don't you understand, that every time you go away on a camp you come back with a fever [because you are not taking your medicine properly],""Aha," he said, "I have never thought of that" (P11)
Another mother (P14) said that her daughter had been reluctant to learn anything about her condition. However, on one occasion the daughter wanted her mother to tell their friends that she had CAH. This conversation helped the mother and daughter to start exploring different ways of talking about the condition together and to think about when and who to talk to about CAH. The mother said that this was a turning point and can be interpreted as an opening for her daughter to start developing her own kinds of knowing. Both of these examples illustrate parents' taking advantage of opportunities to model knowing now to help their children develop their own kinds of knowing.
Discussion
The present study focuses on kinds of knowing that parents use when caring for a child with CAH. In accordance with earlier research on CAH (Boyse et al., 2014) and other chronic conditions (Nightingale et al., 2015) , this study shows that parents appreciate good nonmedical information that helps them knowing what the diagnosis means, what medication to give and what other, nonmedical, support their children need. In line with research on the importance of self-management skills in other chronic conditions (Barlow et al., 2002) , parents in this study also highlighted areas where knowing how was needed. These areas included coping with the new situation, giving the child medicine, and talking to the child. In relation to all these contexts, parents reported receiving some, but not always adequate, support from health professionals. Instead, parents often had to find their own strategies (also identified in Brand et al., 2013) . Pols (2013) explains that knowing how "may work for [one person], but not for someone else" (p. 85) and that different strategies can be "tried out and tinkered with" (p. 86). In line with this reasoning, this study indicates that developing a sense of knowing how means building a repertoire of techniques for doing things and trying out what works in one's own family. This can be done independently or in an exploratory collaboration with others, such as health professionals or support group members. Parent education, focusing on self-management skills, should therefore not only focus on a fixed set of skills, but should include a repertoire of alternative strategies related to each skill.
In addition to knowing what and how, the concept of knowing now added another layer in understanding the skills demanded by parents, not usually evident in research on chronic conditions. Parents' accounts pointed to the importance of being able to respond to unique circumstances and new situations in timely ways. This sense of knowing now was particularly evident in relation to talking to others about the condition, knowing when to seek emergency care for their child, and helping children to become independent by developing their own kinds of knowing. All these situations required improvised knowing in relation to each specific situation. As an example, parents reported having little support in developing strategies for knowing how to talk to others (a need relevant across pediatric conditions; Starke & Moller, 2002) . This difficulty was acutely felt because of wanting to connect with their social network to get support, while avoiding telling others too much to protect their child (as was also suggested by Sanders, Carter, & Goodacre, 2012) . Having developed knowing now, a sense of what to say (and how much) to whom in different situations, some parents told us how they navigated such dilemmas. Because knowing now requires spontaneous solutions, rehearsing this kind of knowing before a particular event is impossible. However, by developing knowing how, experiencing and reflecting on situations where knowing now might be needed or listening to others who have been in situations where knowing now was used, parents might become better equipped in future situations.
Parenting a child with CAH involves challenges that any parent would experience as their child is growing up, such as helping the child become independent (Larsson, Sundler, Ekebergh, & Bjö rk, 2015) and talking about sensitive issues, such as sexuality (Averett, Benson, & Vaillancourt, 2008) . The challenges parents reported here are also shared across chronic conditions, such as coping with the new situation (Duffy, 2011) , learning about the diagnosis and how to give medication (Canam, 1993) , and handing over responsibility to children as they grow older (Seiffge-Krenke, Laursen, Dickson, & Hartl, 2013) . Finally, there are specific challenges that are related to DSD, such as knowing how to talk to the child about the condition, genitals, and surgical treatment (Nordenstrom & Thyen, 2014) . These challenges and the diverse ways that families respond to them may moderate the effects of the diagnosis on individual children's well-being and should be considered in future research (Sandberg & Mazur, 2014; Stout et al., 2010) .
Understanding different kinds of knowing could also inform treatment across DSD diagnoses and related conditions. The model presented here could shed light on those parental needs that are not met by current guidelines for clinical practice. An important question in DSD care is how to encourage parents' active involvement in decision making (Lee et al., 2006) . The data from this study suggest that information (knowing what) alone will not help parents become actively involved in complex decision making (Tamar-Mattis, Baratz, Baratz Dalke, & Karkazis, 2014) . This should be explored in further research. In addition, this research emphasizes that identifying factors that moderate the effects of a DSD diagnosis on children's well-being needs to extend beyond those related to sex development, which have historically captured almost all of researchers' attention (Sandberg & Mazur, 2014) . Even though there seem to be specific challenges in relation to sex development, these are intertwined with challenges connected to parent-child relationships more generally.
We also suggest that the model of different kinds of knowing would be useful across a wide range of issues and chronic conditions relevant to pediatric care and health psychology. With regard to CAH in particular, and DSD diagnoses and pediatric endocrinological conditions more broadly, this research indicates a need for health professionals to review their interventions. While some interventions, such as giving information (knowing what), might be beneficial, parents also need to develop knowing how and knowing now to be able to care for their child. Health professionals, such as pediatric psychologists, could better support parents and help teams to review their interventions, by expanding the focus on information and selfmanagement to involve all three kinds of knowing.
Limitations
This qualitative study is based on a small sample, and an especially small number of fathers. This means that it is important to focus on transferability relating to broad concepts (such as kinds of knowing) rather than to seek generalizations about specific details (such as how many parents had a particular experience).
The children of participants in this study spanned a wide age range. Differences between younger and older children could therefore be evident because of changing clinical practices (Pasterski, Prentice, & Hughes, 2010) . The sample was too small to analyze such differences in depth. However, in relation to the themes discussed, parents of younger as well as older children described similar experiences and issues.
Even though we invited parents of girls and boys to the study, more parents of girls participated. This is a limitation of this study and we suggest that psychosocial issues in relation to boys with CAH should be explored in future research.
